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HIV/AIDS disease continues to be an escalating health problem, 
particularly among women. However, African American women are 
among the leading demographic groups for HIV prevalence in the Un ited 
States. The typical woman with HIV/AIDS is young, in her late twenties, 
economically challenged, and of childbearing age. Participants were 
recruited from an HIV/AIDS outpatient clinic to explore their perceptions 
of social support, life experiences and marriage. Data were collected 
through tape-recorded interviews using a semi-structured guide and 
journaling. Participants reported that most of their time was spent 
providing care for their husbands who were HIV-positive. Very often their 
health and well-being were compromised by providing care to others. 
Participants reported a lack of social support and challenges managing 
their self-care. Key Words: Marriage, HIV/AIDS Medication Adherence, 
Perceived Social Support, Qualitative Study, African-American Women. 


The HIV/AIDS epidemic continues to take its toll throughout the U.S., 
particularly within the African American community (Centers for Disease Control and 
Prevention [CDC], 2008b). A prime example of the HIV/AIDS devastation would be the 
nation’s capital, Washington D.C. It is now estimated that three percent of all residents 
in the District of Columbia are living with HIV/AIDS; the highest burden of disease is 
found among African American males at a rate of 6.5% (District of Columbia, 
Department of Health, 2008). Moreover, the estimates of HIV prevalence among African 
Americans are strikingly similar to, and in some cases exceed, population-based 
estimates of HIV seroprevalence among adults, ages 15-49 years, reported by several 
countries in sub-Sahara African, Asia, and the Caribbean (UNAIDS & World Health 
Organization [WHO], 2007). At the end of 2006, there were approximately 1.1 million 
people living with HIV infection in the United States, of which 46% were African 
American (CDC, 2008b). 

Recent U.S. incidence data show that the rate of HIV infection is seven times 
higher among African Americans than it is among Whites (Hall et ah, 2008). HIV/AIDS 
have hit the African American community the hardest and longest. Although African 
Americans only accounted for about 13% of the U.S. population in 2006, they accounted 
for 46% of new infections that year alone (Sutton et ah, 2009). African American men 
and women bear the disproportionate burden of new HIV/AIDS cases. 

Despite advances in prevention and treatment of HIV/AIDS, women continue to 
suffer from this disease at increasingly alanning rates (Armistead, Morse, Forehand, 
Morse, & Clark, 1999). In the U.S. in 2006, African American women had an incidence 
rate that was 15 times higher than that of White women and nearly four times higher than 
that of Hispanic women (CDC, 2008a). 
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African American women continue to be disproportionately affected by the HIV 
and AIDS epidemic over time and across circumstances. This disparity has been 
observed throughout the course of the U.S. epidemic (Hader, Smith, Moore, & Holmberg, 
2001). Recent data suggest that African American women represent a disproportionate 
number (65%) of the total number of women currently living with HIV/AIDS (The Henry 
J. Kaiser Family Foundation, 2009). In general, women between the ages of 18-44 years 
constitute the fastest growing group of people infected with HIV/AIDS in the United 
States (O’Leary & Wingood, 2000). 

There is a growing concern about morbidity and mortality associated with 
HIV/AIDS among African American women across the life span. El-Sadr Mayer, and 
Hodder (2010) note that more than a quarter of new HIV infections in the United States 
occur in predominantly Black or Hispanic women. However, one in 30 African 
American women is estimated to be diagnosed with HIV in their lifetime (Sutton et ah, 
2009) which is commonly transmitted through heterosexual behavior. Although only 
12% of the women in the U.S. are African Americans, 67% of the U.S. women diagnosed 
with AIDS in 2004 were African American (CDC, 2005). The estimated rates continue 
to be alarming. Recent research proffers that HIV was the third leading cause of death 
for African American women between 25 and 34 years of age (National Alliance of State 
and Territorial AIDS Directors, 2008). 

The lives of HIV-positive African American women are complex and unique. 
HIV/AIDS forces women to incorporate their diagnosis, treatment, and psychosocial 
factors into their day-to-day life responsibilities as well as experiences. As such, women 
are often the gatekeepers of care in a family. HIV/AIDS has significantly increased the 
burden of care for many women. Lack of social support combined with HIV/AIDS has 
turned the care burden for HIV-positive women into a crisis with far reaching health, 
economic and social consequences. It is critical to understand the influence of social 
support on marriage and its relations to medication adherence for married HIV-positive 
African American women. The current study takes a phenomenological approach to 
explore the lived experiences of married HIV-positive African American women. Data 
derived from journaling and semi-structured interviews delve into the women’s 
perceptions and actual experiences with social support, the role of marriage in their social 
support systems, and the possible impact these experiences may have had on their HIV 
medication adherence. 

Social Support and Health 

Over the past three decades, the importance of social relationships for physical 
and emotional health and well-being has been well established (Berkman & Syme, 1979; 
Cohen & Wills, 1985). Scholars have suggested that humans have an innate need to form 
and maintain social bonds and that these social relationships, when positive, have health 
benefits (Crocker & Canevello, 2008). Social support, defined by House, Umberson, and 
Landis (1988) as the “positive, potentially health promoting or stress-buffering, aspects 
of [a] relationship” is associated with lower likelihood of mortality (House et al.) and 
decreased incidence of morbidity (Berkman & Syme). 

House, Umberson and Landis (1988) identified two additional processes by which 
social relationships may affect individuals, separate from social support. Relational 
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demands or conflict “refers to the negative or conflictive aspects of relationships that may 
be deleterious to health,” while “social regulation or control refers to the controlling or 
regulating quality of social relationships which, depending on the behaviors controlled or 
regulated, may be either health promoting or health damaging” (p. 302). This triad of 
processes helps to elucidate the role of social relations in affecting health—however; 
much of the extant research has focused on social support. 

Most studies have demonstrated a significant relationship between social support 
and health—either as a buffer of stressful life events or as a direct predictor of physical 
and mental health outcomes (Berkman & Syme, 1979; House et ah, 1988; McCoy et ah, 
2009; McDowell & Serovich, 2007; Vyavaharkar et al., 2009). House and colleagues 
(1988) suggest that the buffering effect of social support is most evident in the presence 
of social stressors. Likewise, Uchino (2009) highlights the importance of understanding 
the context of received support since it is provided in response to specific stressful 
situations or experiences. Interestingly, scholars posit that the perception of social 
support may be more important than the actual receipt of social support (Crocker & 
Canevello, 2008; McDowell & Serovich; Uchino). In a recent study, Edwards (2006) 
found that women who perceived social support from family and friends had better 
medication adherence to their Highly Active Antiretroviral Therapy (HAART) than those 
who did not. 

The fact that “family” is often reported as a source of both stress and support 
(Edwards, 2006; Wohl et al., 2010) demonstrates the need to better understand the 
context and content of social relationships. Given the importance of reciprocity in social 
relationships, the ability of one’s partner to provide social support is paramount (House et 
al., 1988; Pasch & Bradbury, 1998). The failure to receive social support from a partner 
may also be more detrimental for women living with HIV/AIDS, particularly when 
providing support to their partner means that they are unable to dedicate the time to 
taking care of themselves and their own health needs (Edwards). 

For women living with HIV, the gender differential of giving but failing to 
receive social support may be more pronounced (Edwards, 2006). Participation in health- 
promoting behaviors such as adhering to a medical regimen has been associated with the 
presence of perceived and received social support (Edwards; McCoy et al., 2009; Uchino, 
2009; Rivero-Mendez, Dawson-Rose, & Solis-Baez, 2010). One of the mechanisms by 
which social support affects behavior is through social regulation which creates norms 
that encourage behaviors such as medication adherence (House et al., 1988). When this 
happens within the context of a marriage it may increase the positive role of marriage as a 
form of social support among women with HIV. 

Health Benefits of Marriage 

The central relationship for most adults is the institution of marriage. However, 
there is something transformative about marriage (Karasu, 2007). Research suggests that 
marriage itself is beneficial and offers so called “protective effects.” Wilcox, Doherty, 
Glenn, and Waite(2005) also states that marriage itself, and particularly good marriages, 
are protective physically, financially, and psychologically and the longer one stays 
married, the more benefits accrue. Those who marry possess certain characteristics that 
are different from those who do not marry (Karasu, 2007). Holt-Lunstad, Binningham, 
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and Jones (2008) further note that being married has been reliably associated with health 
benefits including lower morbidity and mortality. Overall, marriage is purported to offer 
protection through processes that include economic well-being, healthier lifestyles, lower 
stress, and social support (Coyne et al., 2001; Umberson, 1992). 

In a study of HIV-positive patients, McCoy and colleagues (2009) found that 
married respondents reported higher levels of social support in several domains including 
emotional support and positive social interactions. For most adults, marriage plays a 
central role in their lives even compared to other social relationships (Holt-Lunstad et al., 
2008). Married men and women may be at a health advantage relative to their unmarried 
counterparts, for a number of reasons. First, marriage is viewed as a primary source of 
social support, and marriage may protect against the well-documented risks associated 
with social isolation (Berkman & Glass, 2000). Second, positive spousal influence and 
involvement may encourage health-promoting behaviors and deter health-compromising 
behaviors and attitudes (Umberson, 1992). Finally, it is suggested that married persons, 
particularly women, may be at a health advantage relative to their unmarried 
counterparts, through increased socioeconomic resources (Johnson, Backlund, Sorlie, & 
Loveless, 2000). However, other findings strongly suggest that marital status and health 
have generally been less consistent for women than for men (Ross, Mirowsky, & 
Goldsteen, 1990). Of importance, House et al., (1988) suggest that women are more 
effective providers of support than are men, with attendant psychological costs to women. 
However, in the presence of distress and dysfunction, marriage may actually have a 
deleterious effect on health. 

Despite the fact that married people, on average, enjoy better mental and physical 
health than the unmarried, marriage’s protective effects are notably stronger for men than 
women (Berkman & Breslow, 1983; Litwak & Messeri, 1989). The processes by which 
marriage promotes health and well-being for men compared to women is very different. 
In general, marriage seems to lead to greater reductions in mortality in men than women 
(Robles & Kiecolt-Glaser, 2003) and marriage may be better for men’s mental health 
than women’s (Bebbington & Tansella, 1989). 

Previous research clearly suggests that being married exerts a health-protective 
effect for men (Litwak & Messeri, 1989; Ross et al., 1990). Although, several lines of 
research supports the idea that marital status has positive health benefits and promotes 
health-enhancing behaviors. It is clear that marital status affords greater protection from 
mortality for men compared to women (50% higher among women, 250% higher among 
men; Litwak & Messeri). Therefore, even among married women there may be an 
additional benefit to having female friends and supportive network members over and 
above her intimate partner (House et al., 1988; Wohl et al., 2010). The purpose of this 
study was to explore, from African American HIV-positive married women’s own 
perceptions, social support, lived experiences, and the role of marriage. 

Methods 

This study was part of a larger project conducted by the first author (Edwards, 
2006). The purpose of the larger study was to explore the relationship between perceived 
social support and HIV medication adherence among a cohort of African American 
women residing in an urban setting. In an effort to contribute to the literature on married 
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women with HIV infection, the purpose of the current study was to explore and describe 
HIV-positive African American married women’s perspectives regarding their life 
experiences, perceptions of social support, and role of marriage and HIV/AIDS 
medication adherence. The data were derived from journaling and semi-structured 
interviews. 

Data collection was completed at the Johns Hopkins Medical Institutions with the 
approval by the hospital’s Committee on Human Research Subjects and the Institutional 
Review Board at Morgan State University. 

Participants 

A purposeful sample of five participants were recruited between April 4, 2003 
and May 9, 2003 from the outpatient clinic through physician networks and posted flyers. 
Inclusion criteria for this study were: ages 20-49 years, African American female, 
receiving HIV care at the clinic, mentally and physically healthy, and taking antiretroviral 
therapy (ARV). The age group was selected based on a report from the Maryland State 
AIDS Administration (2001) that stated the majority of HIV cases (87%) and AIDS cases 
(86%) in Baltimore, Maryland, are between the ages of 20 and 49 years. 

The five eligible participants (married women) ranged in age from 29 to 49 years. 
All participants were African American women. The majority of the participants had 
children. Educational levels for this population varied. The majority had less than a high 
school education (n=3), one completed high school, and one completed college. 
Women’s annual income ranged from $4,999.00 to $11,000.00. Most were unemployed 
at the time of the study. 

Women in the study had been diagnosed with HIV for four or more years. 
Participants’ viral loads ranged from undetectable to more than 50,000 copies/ml. In 
terms of HIV transmission, more than half reported contracting the virus via heterosexual 
contact. Three of the participants contracted HIV from their infected husbands after the 
marriage and two married HIV-infected partners. None of the participants reported 
active substance use within the past six months. 

Data Collection 

Journaling. Qualitative data were collected via journals and semi-structured 
interviews. Upon enrollment in the study, participants were introduced to the concept of 
journaling. Journaling was chosen as a methodology because of its therapeutic process to 
enhance self-awareness, build self-confidence/self-esteem, and track adherence progress, 
perceptions of social support and life experiences living with HIV/AIDS. Journaling was 
presented to the participants as, “Writing about events that are happening to you or 
around you, in a way that helps you put them in perspective.” 

According to researchers, journaling can be especially effective when writing 
about life changes, relationships, or illness (Pennebaker, 1997). Moreover, Pennebaker 
found that writing or talking about emotional topics has a beneficial influence on immune 
function, including t-helper cell growth. However, self-reports also suggest that writing 
about upsetting experiences, although painful in the days of writing, produces long-tenn 
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improvements in mood and indicators of well-being. All journals were pre-fonnatted 
with text and labels, which facilitated the journal entry process. 

The participants were instructed to journal three times a week for a two-week 
period and for a minimum of ten minutes regarding HIV medication adherence, 
perceptions of social support and life experiences living with HIV/AIDS. They were 
reassured that they should not worry about grammar and spelling and they should feel 
free to write in any way that they wished (e.g., poems, songs, scripture, list, stories, & 
quotes). This technique was used to increase the likelihood that participants would feel 
comfortable journaling as instructed. In addition, participants were informed that at the 
end of the study they could keep the journal but that a copy would be made for the 
investigator. 

All participants made their first journal entry upon enrollment into the study. This 
method was used to help make the participants feel relaxed with journaling and to “break 
the ice.” The journal questions included: Did anyone in your family help you (or remind 
you) to take your HIV meds today? Did a friend help you or remind you to take your 
HIV meds today? Did anyone or anything get in the way of you taking your HIV meds 
today? In addition, the journals included baseline social support information and clearly 
defined areas where participants could share any other infonnation. The baseline 
information included: who they lived with, access to telephone and/or transportation, do 
they have a best friend, and are family members or friends aware of their HIV status, and 
who they can turn to in an HIV-related medical crisis. Journals were coded by hand in 
their written form. 

Interviews. Following the two-week journal period, individual interviews were 
conducted with all participants. The semi-structured interviews focused on perceived 
social support, medication adherence, and life experiences living with HIV/AIDS. The 
length of the interviews ranged from one hour to ninety minutes. Interviewing allowed 
those participants who were not comfortable journaling the opportunity to freely talk 
about their experiences. Participants were compensated $7.50 per journal entry, up to six 
entries, and $10.00 for semi-structured interviews. 

Coding/Analysis 

Interviews were transcribed verbatim and coded to organize main themes. A 
phenomenological methodology incorporating Colaizzi’s (1978) seven steps was used to 
analyze the data. Colaizzi delineates that, as a phenomenologist, one must contact a 
phenomenon as people experience it, proceeding along the lines of describing their 
experiences. Colaizzi’s concept of data analysis includes: (a) reading and re-reading the 
data to gain a sense of the whole picture, (b) extraction of significant statements and 
phrases related to perceived social support and medication adherence, (c) drawing 
meanings from the phrases and statements, (d) clustering the meanings into themes, (e) 
utilizing themes to develop a complete picture as possible, descriptions of the experiences 
of perceived social support and medication adherence, (f) forming statements of 
identification from the descriptions, and (g) verifying the descriptions with study 
participants. 
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Although Colaizzi’s (1978) process guided the analysis of the narrative data, this 
analysis is grounded in that the author also allowed for the emergence of sub-themes. 
The analysis began with the guiding concepts for comparing the participants’ experiences 
of HIV/AIDS medication adherence and perceived social support. Interviews were 
initially coded for conceptual categories and then subjected to “focused coding” to 
identify sub-themes supported by quotations. Two researchers coded the same data to 
clarify any differences in coding and verify reliability (Miles & Huberman, 1994). All 
journals were coded by hand in their written form. Individual interviews were 
professionally transcribed and coded using Atlas ti (Muhr, 1997). Additionally, memo 
writing for the transcribed interviews facilitated analysis and assisted in looking at the 
codes in new ways (Denzin & Lincoln, 1998). 

Results 

Life Experience of African American Women Living with HIV/AIDS 

HIV/AIDS continues to be an escalating health problem for women throughout 
the world and it penneates our urban neighborhoods. The women participating in this 
study suggest that HIV/AIDS has not gone away but it often hides in vacant and 
deplorable housing units, abusive and high-risk heterosexual relationships, and is fueled 
by discrimination, stigma, and fear. The transmission of HIV/AIDS among women has 
become the center of the HIV/AIDS epidemic in the U.S. Women are faced with many 
challenges that come with personal and social costs associated with this chronic disease. 
One participant eloquently captured this theme by stating: 

After all of these years people still talk about HIV by making derogatory 
remarks. I often feel alone because I am not comfortable telling people 
my status. You are taking a chance when you disclose your HIV status. 

People are quick to judge you, let you down, and treat you different. I 
wish that the world was different about this disease. You know HIV is a 
disease that affects the whole family. We must begin to cope with this 
disease this as a family unit. And heal as a family. 

Another participant shared this view regarding her life experiences: 

HIV keeps me busy. This is a keep you busy and on your toes disease. I 
have doctors’ appointments, support groups from time to time, and the 
care of my family. And, the one thing that gets me through all of this is 
my relationship with the higher power of my understanding. This disease 
is not easy. But the people say what does not kill you will only make you 
stronger. I believe in that and I will make it somehow in light of my 
challenges. My family comes first and if they make it I will make it too. 

Despite improved public awareness and education about HIV, it remains a much 
stigmatized disease. Recent research suggest that stigma negatively impacts peoples’ 
quality of life, self-image and behaviors, resulting in them not seeking HIV testing or 
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care and not disclosing their HIV status (Foster & Gaskins, 2009). Life experiences with 
stigma and discrimination are common among African American woman living with 
HIV/AIDS. One participant voiced this perception: 

HIV has a dark side. I have been positive for seven years and I am still 
ashamed and embarrassed to say that I am HIV-positive. I have had so 
many painful experiences that are a result of my HIV status that I once 
stopped loving myself. I had no support from others and my doctor wasn’t 
very friendly. It’s hard to cope with being HIV-positive. I thought that I 
had supportive friends and special family members who cared, but I was 
wrong. 

In the past, HIV caregivers were disproportionately gay-identified men caring for 
gay-identified partners or friends (Bor, Du Plessis, & Russell, 2004; Turner, Catania, & 
Gagnon, 1994). However, as the case fatality rate for HIV dropped in the U.S., 
traditionally defined family members (e.g., mothers and wives) are increasingly being 
called upon to assist persons living with HIV (Beals, Wight, Aneshensel, Murphy, & 
Miller-Martinez, 2006). Several participants expressed the challenge of caring for others. 
Women verbalized the pathways of their upbringing and socialization as “taking care” of 
others before taking care of themselves. In many cases they failed to recognize and 
address their own needs being faced with HIV/AIDS. As stated by one participant: 

I have a husband who is positive and other family members who need my 
help from time to time. In the midst of my day, I will remember that I 
have to do things for myself. I spend most of my time caring for other 
family members who are sick and my husband who is HIV-positive. I 
sometimes don’t get a chance to deal with my own physical and emotional 
needs and the requirements of this disease. I could really use more help 
and support. I am often very tired and don’t have much energy. If I had 
somebody to look out for me the way that I look out for others, I would 
really be okay. 

Marriage and HIV 

HIV infection presents many challenging life circumstances for individuals. 
Managing HIV may be facilitated by social support and this support may be instrumental 
(e.g., providing transportation or money) or emotional support (e.g., providing positive 
feedback or giving advice; McDowel & Serovich, 2007). However, married women in 
this investigation were faced with a different set of challenges and reported less 
satisfaction with their social support system (emotional & instrumental support), 
particularly social support and assistance from their husbands. Married women reported 
spending an absorbent amount of their time caregiving for their HIV-positive husbands. 
For these women, much time was spent addressing the medical needs, emotional support, 
and psychological needs of their HIV/AIDS infected husbands as well as meeting the 
requirements of daily life. More than often presented with a dichotomy, married women 
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jeopardized their own health and well-being and self-care to provide the day-to-day care 
and support of their husbands. The voice of one woman shared this view: 

I spend most of my time taking care of my husband. He does not follow 
the doctor’s order and refuses to take the meds like he’s supposed to and I 
have to take him to the doctors sometimes. Plus, he doesn’t want anybody 
to know that the both of us are living with the virus. So I can’t get support 
from the family cause I’m forbidden to tell. He doesn’t even want me to 
say anything to our adult children. When I am not at work, I am taking 
care of him. And, when I am at work, I call home to make sure he has 
taken his medication. To tell you the truth, most of the time I forget to 
take my meds because I am trying to help him. When I get sick I am on 
my own. My husband doesn’t help me because he don’t know how and he 
is pretty much focusing on himself. If I had more support I could take my 
meds better. I know that they are keeping me alive. It’s so true, HIV is a 
lonely person’s disease. I don’t have any kind of help or support. I want 
to do better with taking the meds and I want my husband to do better too, 
but it’s hard for me when I have to take care of him. Helping out my 
husband gets in the way of my own adherence. However, if he was 
emotionally supportive or would just understand what I’m going through 
we could do better together. I do my best to care for my family and to 
work. Sometimes, I don’t take my medication at work because somebody 
is always around. Sometimes I don’t feel like going to work because I am 
tired. I just do the best I can. 

Another participant had this to say: 

My husband depends on me for everything. We try to take our 
medications at the same time but it doesn’t always work out. You see, I 
have to look out for my mother too. She is sick and can’t do much for 
herself. I want her to come live with us but my husband refuses. So by 
the time I run over to her house and come back home, I am wiped out. I 
ask myself throughout the day, did you take your medicine. And, then I 
call my husband and ask him. He’ll say, I’ve been waiting for you to call 
me about that instead of just taking the damn pills. I should be mad at him 
for infecting me but instead I am his personal alarm clock. I have very 
little social support in this relationship. I provide all the support and don’t 
get any. They should have a support group for couples so that we can 
learn to be supportive. Why do women have to do everything? I just 
might die helping everybody else. 

The relationship between spousal support and marital well-being has been 
extensively documented in the literature. Marriage is known as a social institution in 
which expectations and norms are established within the union that often leads to a 
template of behavior. The participants reported that it was often very challenging to keep 
up with their own HIV/AIDS medication regimens. However, having the responsibility 
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for themselves and the expectations of their husbands transformed their self care and 
well-being to a new level. For example, one participant noted: 

My husband is my best friend in many ways. We like to do some of the 
same things (play cards, and video games, go dancing) and we have been 
friends for a long time. Therefore, he expects me to help him with these 
medications. On a daily basis, I cook the meals, wash clothes, and keep 
the house clean. I wish that he would take control over his own health. I 
have enough do to. But the good thing is that I have one good girl friend 
that I can talk to about everything. She is trustworthy and supportive. I 
don’t have to worry about my business getting out. I just need some help 
with getting my husband to be on top of his health. 

Another participant echoed these thoughts: 

For real, I used to get upset and depressed about having HIV and not 
having the social support and help from my husband and some of my close 
family ties. I really expected more support from my husband because he 
is living with the virus too. But I am over it now. I know that I can live a 
quality life with the virus. I have hooked up with a couple of women who 
are HIV-positive and we support each other. We pray together, go to the 
store together, and help each other. Sometimes my husband acts like he is 
jealous because of my relationships. He doesn’t want anybody to know 
his status and that’s on him. At one time, I had hit rock bottom living with 
this disease, but now, I am taking care of me. I know that I can do all 
things through Christ who strengthens me. 

In contrast to the previously described life experiences of married women living 
with HIV/AIDS and social support, one participant reported that her husband was an 
important source of support and that his immediate family was supportive as well. In 
times of crisis the couple could count on each other and their social system. The 
participant explained: 

I did not know that I was HIV-positive until my husband got sick. When I 
learned of my status I was terrified. My husband felt so bad about the 
situation that he vowed that we would get through this together. Both one 
of us was working and all we had was each other and our love. So we 
decided to tell certain family members and to try and fonn a support 
network in case we needed somebody. So we just take care of each other. 

My husband is a different kind of man. He respects me and cares about 
our relationship. He is not self absorbed or only thinking of himself. One 
time he walked along the way to the clinic to get my meds because we did 
not have money for a cab. If both of us are having a bad time we can 
count on his sister. She will help us out by cooking enough food to last a 
while. HIV is a not a disease to have and live alone. We have to start 
talking about this disease and helping others. It’s not fair for people to 



Lorece V. Edwards, Shalort M. Irving, and Anita S. Hawkins 


1371 


treat someone bad because they have HIV. We have to take responsibility 
and talk to our children, family, and neighbors to end the spread of this 
disease. Every time we fail to tell another somebody else may become 
infected. I feel bad for women who don’t have the support of their 
husband. If two people together have this disease. They have to help each 
other out if they are going to make. You can’t do HIV by yourself and 
live with quality. 


Discussion 

New HIV infections and HIV/AIDS-related deaths disproportionately affect 
African American women (Hader et ah, 2001; Lee & Fleming, 2001) despite advances in 
HIV treatment and declines in HIV infections among other risk groups (Rose et ah, 
2008). HIV/AIDS continues to be a major public health crisis with no abatement in sight 
in terms of its multiple personal, social and healthcare ramifications (Beals et ah, 2006). 
As such, it is extremely important to address the social issues and factors that affect 
African American women living with HIV/AIDS and examine the links between social 
structure and systems as well as health-promoting activities and behaviors. 

The present study explored from the perceptions of married HIV-positive women, 
their life experiences (daily living requirements), perceptions of social support, and role 
of marriage in HIV/AIDS medication adherence. This study provides a rich elaboration 
of the phenomenon of the life experiences of married HIV-positive African American 
women using the words of the participants. 

The voices of HIV-positive women in this study highlight the challenges of 
marriage and family care that some women face when attempting to adhere to 
antiretroviral therapy (ART). It is clear from these findings that in order to understand 
the many challenges that accompany HIV medication adherence, one must give full 
consideration to the multiple sources of social influences, including marital relationships 
that women attend to, in structuring their adherence practices. Of importance, this is 
often combined with the lack of needed support to manage the day-to-day responsibilities 
and the challenges of ongoing stress. Based on some of the accounts from the 
participants, HIV-positive married women often experience a social death due to 
caregiving, secrecy, and social isolation. 

The women in this study became the providers of care for their HIV-positive 
husbands. In many circumstances this involved reminding them to take their 
medications, accompanying them to medical appointments, supporting their physical and 
emotional needs, and helping them manage the full range of their HIV/AIDS care and 
treatment. In the delivery of care to their husbands and sometimes other family members, 
there came a price and social cost, which included poor medication adherence, 
compromised health care and a lack of social support and/ or social isolation (Mosack & 
Petroll, 2009). It is clear from these findings that there are potential family barriers to 
HIV/AIDS medication adherence and an enonnous caregiving burden for married women 
living with HIV/AIDS. Not to mention that individuals living with HIV/AIDS are often 
confronted with racism, stigma, and isolation that often impacts adherence practices. 

As was found by other researchers (Maneesriwongul et ah, 2004), the framework 
for care providers who take on the responsibility of caring for people living with 



1372 


The Qualitative Report September 2011 


HIV/AIDS commonly includes providing physical care, assisting with activities of daily 
living, cooking, giving medicine, giving emotional support and sometimes bathing. 
Providing care often comes with health and social consequences for the caregiver, 
particularly women. Vithayachockitikhun (2006) proffers that caregiver burden is a 
multidimensional phenomenon that reflects the physical, psycho-emotional, social and 
financial consequences of caring for an ill/sick family member. Married HIV-positive 
women providing care to others frequently jeopardize their own health and well-being. 
In general, living with HIV/AIDS presents a number of unique challenges in order to 
maintain any quality of health (Folkman, Chesney, Cooke, Boccellari, & Collette, 1994) 
despite the burden or stress of providing care for others as well as the requirements of 
day-to-day living coupled with self-care. 

LeBlanc, London, and Aneshensel (1997) investigated the adverse impact of 
caregiving on the physical health of informal AIDS caregivers. Findings from their study 
revealed that symptoms of poor physical health are markedly present among AIDS 
caregivers and are significantly associated with care-related stressors and demands. 
Women in the current study did not voice concerns regarding their physical health, other 
than being tired. However, they clearly stated that caring for their husbands was often 
stressful and demanding. Furthermore, participants posit that there were not any signs of 
reciprocity within the relationship in terms of instrumental and/or emotional support. 
And, on occasion there was marital strain due to the expectations and demands of their 
husbands that had a direct impact on their ability to maintain HIV/AIDS medication 
adherence and form needed external support systems. 

This pattern of findings was consistent with other research that suggests that 
marriage may be better for men’s mental health than women (Frude, 1990; Sogaard, 
Kritz-Silverstein, & Wingard, 1994) and that marriage protective effects are notably 
stronger for men than women (Litwak & Messeri, 1989). Furthermore, women 
caregivers tend to fare worse than men, reporting higher levels of symptoms tied to 
depression and anxiety and lower levels of subjective well-being, life satisfaction, and 
physical health (McGuire, Anderson, Talley, & Crews, 2007). 

Another notable finding and perspective from the current study is lack of social 
support in times of need and crisis. A significant body of research suggests that social 
support plays a key role in managing stress associated with having HIV, resulting in 
better psychological outcomes among person living with HIV/AIDS (Vyavaharkar et al., 
2009). Social support provided by informal caregivers (i.e., friends, partners, parents, or 
significant others) has been found to improve medication adherence among HIV-positive 
people (Mosack & Petroll, 2009). Moreover, in addition to providing emotional support, 
informal caregivers can contribute to successful adherence practices, medication 
reminders, and setting up medical appointments. These findings are consistent with the 
current study. However, in most cases, only the HIV-positive husbands were reaping the 
benefits of the support provided by their HIV-positive wives. Participants in the current 
study revealed that they provided social support to their husbands and others but seldom 
were they on the receiving end. HIV/AIDS is often referred to as a “social disease” but 
what are the social consequences for African American women living with HIV/AIDS, 
particularly married women who cannot afford to be without a support system? Women 
in this study felt alone and were dissatisfied and unhappy because they did not receive 
support from their husbands. The participants firmly believed in the institution of 
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marriage and many of the practical implications for example, through sickness and 
health, and till death do us part. 

According to the literature, there is generally a positive impact of marriage on 
health and other related attitudes (Stein, Nyamathi, Ullman, & Bentler, 2007). It has 
been suggested that marriage regulates conduct and encourages healthy behaviors 
(Anson, 1989; Umberson, 1987, 1992). Furthermore, research suggests that morbidity 
and mortality are reliably lower for those who are married (Kiecolt-Glaser & Newton, 
2001). Despite the advances in research on marriage and health, less is known about the 
impact of marriage, health and social support among African American married HIV¬ 
positive couples. 

The present study highlights that HIV-positive married women who are the 
primary caregivers for their HIV-positive husbands often compromised their own health 
and well-being, thereby, jeopardizing the necessary adherence for HIV/AIDS infection. 
These women lack social support which is a major buffer for stress and is also strongly 
associated with both physical health benefits and mental health benefits (Larzelere & 
Jones, 2008). These findings suggest that it may be helpful for women at the time of 
diagnosis for their healthcare professionals to conduct a thorough assessment of the 
availability of social support so that women without adequate support (including married 
women) can be immediately linked to supportive services. 

In keeping with the findings of other researchers (Catz, Kelly, Bogart, Benotsch, 
& McAuliffe, 2000; Gonzalez, Pendo, & Antoni, 2004; Murphy, Marelich, Hoffman, & 
Steers, 2004), the women in the present study indicated that social support is significantly 
associated with HIV medication adherence. Women who felt supported, cared for and 
reassured were more likely to be adherent. Participants expressed the need for emotional 
and instrumental support from their husbands and family, and perceptions of social 
support were more important than actual support in some cases. Women adamantly 
voiced, “Just knowing that someone is there to help you out, if need be, is a big relief. 
Just knowing that you don’t have to do it alone and feel isolated helps you cope.” 

While this study has acquired valuable information from a unique and often 
understudied population, limitations of this study should be noted. First, the study is 
cross-sectional; hence causation cannot be inferred. HIV/AIDS medication adherence 
and perceived social support were assessed at one point in time. Second, due to the small 
sample, findings cannot be generalized to others and only apply to a similar population. 
Third, the study required a level of participation that may be difficult for the participants 
given the nature of disclosing one’s HIV/AIDS status (stigma and discrimination). 
Fourth, journaling was self-selecting lending itself to potential bias because women were 
not selected randomly. 

While this study has several limitations, we believe that the strengths of the study 
far outweigh the limitations noted here. The results demonstrate that, in spite of this 
complex picture and against all odds, African American women have strong coping 
abilities and profound survival instincts. Future research could be conducted to 
investigate the effects of marriage and social support among couples living with 
HIV/AIDS (co-habituating couples as well). We believe that these limitations are 
outweighed by the study’s strength, however. Most importantly, this study explores and 
describes medication adherence, perceptions of social support, and the profound life 
experiences among a segment of the population (African American women) that 
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represent a disproportionate number (65%) of the total number of women currently living 
with HIV/AIDS in the United States. 

The findings from this study could infonn the design and implementation of 
antiretroviral therapy (ARV) programming for women, especially for women who do not 
have social support in their daily lives and who also provide primary care to others. 
Furthermore, social support programs could be adapted to include innovative ways to 
enhance adherence, especially among couples. Couple sessions may be an effective way 
to increase sexual decision-making as well as identifying the different types of social 
support to empower the relationship. 

Additionally, intervention programs may be designed to introduce a family 
approach to enhancing medication adherence involving husbands/significant others to 
increase their knowledge of HIV/AIDS and the benefits and need for social support. 
Family approach models could highlight the family as a valuable source for health 
promotion, social support, and care for those living with a chronic disease. Furthermore, 
healthcare professionals may improve their care and services to HIV-positive individuals 
and their families by conducting a thorough assessment of the levels of social support of 
their patients and assist the family in identifying the appropriate sources social support 
within the unit and provide the needed resources. 
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